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journal homepage: www.e lsev ier .com/ locate /yse izI was ﬁrst diagnosed with epilepsy in about 1983 following a
visit to the dentist, when I experienced a tonic clonic seizure
during some dental work. Admittedly, I had been experiencing
dizzy spells which I had called ‘‘funny turns’’ but it was not until I
was referred to a neurologist that I became aware I had epilepsy. I
went through school with the support of a close friend. Every time
I felt an aura for my seizures, I would ask my friend to watch me. I
would introduce myself to new people by saying ‘‘Hi, I’m Jayne, I
have epilepsy.’’ I would then explain to the person what would
happen if I had a complex partial seizure. I owe a lot to my friend
and family for not making me feel ‘‘unusual’’, but I still wish I had
the support of someonewho understood exactly how Iwas feeling
– someone who shared the experience of disappearing to another
world and was frequently told that they could not do what others
were doing.
While studying for my A-level exams, I was experiencing bad
side effects from the medication I was on. I found myself tired,
confused and unable to concentrate. I was told I would never get a
job and that applying for university was pointless. However, I
passedmy A-levels andwent on to get a place at Trent Polytechnic.
After a year into my degree, I had an MRI scan that revealed an
abnormal mass and I was given the opportunity to have
neurosurgery to control my seizures. Considering the risks, I
accepted the chance of being seizure free and by Christmas of 1990,
I was lying in the National Hospital for Neurology and Neurosur-
gery following a right temporal lebectomy to remove a dysem-
bryonic neuro-epithelial tumour.
Having been discharged in the New Year, I found myself
readmitted following weakness in my left side. I felt awful, lost,
lonely and useless – feelings I had frequently felt previously, as a
result of frequent seizures and high levels of medication. I could
not help asking myself ‘‘What has changed?’’
Upon my recovery, however, I found out about Epilepsy Action
(then known as the British Epilepsy Association). Although I had
not had a seizure since the surgery, I still wanted to join and
support others. I answered an advert asking for people to act as
contacts for people thinking about surgery for their epilepsy. I felt
something positive was happening at last. I felt useful, rather than
an embarrassment and a failure. I spoke to two people, one whom I
am still in contact with.E-mail address: jcage@epilepsy.org.uk.
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to complete my Chemistry degree. Whilst in Huddersﬁeld for a
year duringmy degree, I joined the local Epilepsy Action Branch, as
I did not know anyone in the area. They made me feel welcome. I
continued to participate in annual sponsored walks for Epilepsy
Action, in the Essex village wheremy parents lived and later I went
on to organise one myself. I passed my Chemistry degree but while
applying for jobs, I was still quizzed about my medical history.
Over the years, I have continued to expand my knowledge of
epilepsy by studying epilepsy treatment during a pharmacology
Masters degree; and in 1996 I enrolled on Epilepsy Action’s
Accredited Volunteer scheme to further my support for people
with epilepsy. I have provided one to one telephone support to a
range of people and helped in the campaign for ‘‘Raising awareness
of epilepsy in primary schools’’, by giving training to teachers in
local Suffolk primary schools. More recently, I have carried out my
own research in Suffolk secondary schools, as part of a Masters
degree in Education, investigating how secondary schools in
Suffolk support students with epilepsy. Epilepsy Action provided
valuable links to other research and information and I was able to
share my ﬁndings with Epilepsy Action’s Education advisor.
In June 2008, I was elected to stand as a trustee on the Board of
Council for Epilepsy Action. Despite having been seizure free for 18
years at the time of the election, I still felt a strong connection with
supporting others with epilepsy. I would rather other people did
not have to feel as isolated as I did. At times I was having seizures
nearly every day. I look back at my diary and note that on the ﬁrst
day of secondary school, I recorded 8 seizures. Christmas 2010
marks 20 years since my neurosurgery, 20 years of being seizure
free. Nevertheless I continue to support Epilepsy Action – in July, I
took part in the ‘Three Yorkshire Peaks’ challenge to raise money
for Epilepsy Action.
So, what does Epilepsy Action mean for me? It means friends,
education, conﬁdence, understanding, and support to all those
with epilepsy and their families, friends, employers and everyone.
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